HISTORICAL BACKGROUND
During the second half of the 19th century in Europe a whole series of asylums for epileptics was created: 1857 La Teppe in France, 1867 Bethel in Germany, 1886 Zurich in Switzerland and 1892 Kork in Germany.
La Teppe is, thus, the oldest of the Specialised Establishments for epileptics in Europe, and very probably in the world.
Count Louis de Larnage, founder of La Teppe, was the inheritor and keeper of a 'secret' which was transmitted from generation to generation in his family. It was a treatment for epilepsy using an extract from a species of the rubiacae family: galium album, harvested on the nearby famous wine-growing slopes of Hermitage.
The origin of this 'Great Remedy' is uncertain. The 'secret' is supposed to have been passed on to the de Larnage family 300 years previously by a knight returning from the Middle East.
The great remedy was distributed freely twice a year, during the full moon of May and September. The Count de Larnage had a little gothic chapel built on his property (which can still be seen to this day), where 700 or 800 people gathered, twice a year, to drink a cup of Galium after celebrating mass.
In 1881, a journalist wrote of this distribution in the great national daily newspaper, Le Figaro: 'There was nothing sadder nor more curious than this spectacle. Many tried to hide their traits and their social condition, to avoid revealing to anyone the secret of their disease'.
Moved by this parade of misery, Louis de Larnage conceived the project of an asylum for epileptics. Then he requested authorisation to open an establishment. He began the building work and had to start receiving patients from the autumn of 1857, even though the opening of the Establishment had been planned for the January 1, 1858 with only dozen or so patients.
Very soon the Count fell prey to financial difficulties. This was due to the rapid growth in number of residents: 8 patients by the January 1, 1858, 70 patients on the January 1, 1859. It was also due to the cost of building the asylum, purchasing furniture, personnel costs and the upkeep of the patients. The family of the Count de Larnage feared their impending ruin.
In the end, La Teppe was taken over by a religious order, the Compagnie des Soeurs de la Charité de Saint-Vincent de Paul, after authorisation by imperial decree. From then on the establishment was to develop regularly.
In 1863, the home was run by 24 nuns; it accommodated 140 patients from 76 French départements and various foreign countries.
Care of patients was shared between the Count de Larnage, who treated epilepsy ('the Remedy, the treatment and the diet are distributed, applied and observed according to the indications of Monsieur the Count de Larnage'), and a doctor who 'does his daily round to treat cases of illness or indisposition and to write his prescriptions'.
In 1870, upon the death of its founder, the centre housed 187 patients. A section for children from 7 to 15 years old had been added to the adult sections. The 'Great Remedy' continued to be distributed twice a year to nonresidents of the establishment, four times a year to its residents, right up to 1942.
One can find today, in the archives of La Teppe, the model for the notice to be posted at the gates of La Teppe to those who continued to flock to Tain.
The establishment was run at this time as a large community to a rhythm set by religious life and services. The reference to Catholicism as the founding principle of the hospice was explicitly stated. 'This will be', said the Count de Larnage, 'my work for the propagation of the Faith, and our missionaries who go to the far reaches of untamed countries in search of souls do not know what conquests they could have made amidst these pariahs of society'.
Over plentiful periods with numerous patients, and hard times when the establishment was moribund, La Teppe went through the first 50 years of the century without any significant developments indicated in the archives.
The important turning point came in 1955 with the arrival of Paul Favel, doctor, neuro-psychiatrist and veritable founder of the modern La Teppe. At the same time, the development of the welfare system led to considerable growth and stability of resources for the establishment.
The 1960s was the era of modernisation with the arrival of new therapies and the recruitment of lay personnel. This situation was amplified in the 1970s with the progressive departure of the nuns and the arrival of qualified lay staff. Finally, the 1980s saw the diversification of the establishment, even if the emphasis remained on epilepsy. Different sections, for care or for medico-social orientation, were no longer reserved for epileptic patients, but also accommodated other pathologies and other disabilities.
POPULATION SERVED
La Teppe accommodates adult patients from all over France. In the past, the Establishment had children's units but since 1986 it has ceased to accommodate them.
Since 1975, legislation has encouraged care of children close to their home, where possible in an ordinary environment. Nevertheless, in France there are a number of establishments specialising in the care of children presenting with drug-resistant epilepsy and/or with associated troubles. La Teppe naturally works in collaboration with these organisations.
Geographical origin of patients, origin of the demand
The patients at La Teppe come from all over France; those from the Rhône-Alpes Region, where La Teppe is situated, only represent around 30% of admissions.
Patients are referred to La Teppe from a variety of locations and sources and with a range of conditions. Within the establishment, there are units specialising in different conditions.
In general, the short-stay medical units, or the medical rehabilitation units accommodate patients referred by neurologists or psychiatrists working in university hospitals, but also in other settings. Establishments for children, including those specialised in epilepsy, also account for a number of admissions.
On the other hand, admission to residential care requires the approval of a commission (COTOREP) established by law and organised in each French department as an independent body. This commission decides on each case, after studying the medical, social and professional elements concerning the circumstances of each patient. The commissions of all French départements can thus refer patients to La Teppe.
Profile of the patients
In general, patients admitted to La Teppe are those whose epilepsy, whatever its aetiology, remains active and serious enough to render care impossible as outpatients or in a nonspecialised setting. Certain patients present behavioural disorders associated with epilepsy, while others have a physical disability.
It is, however, important to emphasise that there is also a population of relatively well-functioning patients, whose admission to La Teppe is rendered necessary because of the socio-psychological 'dead end' which they have reached. La Teppe has specific medical rehabilitation units for these patients, as well as the possibility of professional reintegration in the form of paid work in a protected environment.
Before arriving in La Teppe, most patients have already benefited from specialised outpatient and/or institutional care. The types of epilepsy that they present, drug-resistant and nonsurgical, require multidisciplinary care involving doctors (neurologists, psychiatrists, generalists), nurses, éducateurs (social daily care workers), psychologists, rééducateurs (speech therapists, physiotherapists) and social workers, all working together in the same team.
A smaller number of patients are admitted to La Teppe for observation over a limited period to make a detailed diagnosis. In these cases, it could be for an extended (15-day) video-EEG observation with the view of possible surgery, observation with a view to modifying the treatment, or evaluation of drug-resistance for possible nonepileptic seizures. The multidisciplinary institutional setting is particularly suitable for this multidisciplinary approach.
THE MAIN SECTORS OF THE CENTRE
La Teppe is made up of a score of different structures/units, which may seem complex at first. In effect, each structure responds to the specific needs of a subgroup of epileptic patients. Each unit is co-directed by a doctor and a nonmedical manager (head nurse or éducateur-in-chief).
Overall, the Establishment has 460 beds and/places. The majority of units accommodate only epileptic patients.
Certain medico-social structures have a minority of nonepileptic patients (M.A.S; C.A.T). Two structures have no relation to epilepsy: the psychotherapy clinic, 'La Cerisaie' ('The Cherry Orchard'-after the play by Tchekov . . . ) which has 50 beds, and the M.A.P.A. with 50 places. We will refer to these again later.
Inspite of this diversification, the coherence of the whole is ensured by:
2. A small-scale management team close to the fieldwork.
3. A medical team which works in a multi-disciplinary way without boundaries between several units.
The Establishment employs eight doctors (7.25 whole time equivalents): three neurologists, four psychiatrists, and a generalist. There are no 'junior' doctors.
Collaboration between neurologist and psychiatrist is the general rule. On the one hand, the doctors head their own units, while also ensuring consultations in their colleagues' units. Each head neurologist has a consultant psychiatrist and vice versa. The corresponding neurologist-psychiatrist pair thus formed constitutes the fundamental framework of the multidisciplinary team, essential within an 'Epilepsy Centre'.
The global care proposed at La Teppe has two goals: on the one hand, a better treatment of the epileptic disease, and on the other, the flourishing of the patient's personality through psychological support, care for specific needs, and professional apprenticeship. The impact of the disease and/or disability on family dynamics is not ignored, even though patients are temporarily or permanently separated from their families during their admission to La Teppe.
For medical rehabilitation and residential care, the neurologist ensures the follow-up of the epilepsy. The psychiatrist, for his part, ensures a global approach to the disease in its psycho-social and family context, especially in the medical rehabilitation units.
The 'united' medical team is supported by a single technical framework that also contributes to the coherence of the work of the Establishment. Grouped geographically and also working without division between units, the consultant specialists (E.N.T. surgeon, ophthalmologist, gynaecologist, dentist), social workers, psychologists, neuro-psychologists, speech therapists, psychomotricians, the video-EEG teams: all form 'the care area' within the Establishment.
Set apart from this, there is a 'work area': a group of 16 different therapy workshops catering for every level of ability. These include: woodwork, industrial subcontracting, horticulture, building, agricultural work, catering, ironwork and creation . . .
For all the epileptic persons accommodated at La Teppe, attending a workshop is the rule, however serious their illness; naturally, the setting is adjusted accordingly.
The differentiation between 'living area' (the care units) and 'work area' is fundamental. The latter creates the social link between residents within La Teppe, while also ensuring that the care does not become totalitarian or 'asylum'-like. We know that these are the dangers that belie every establishment accommodating a 'different' population of this size.
Outpatient care
The establishment offers psychiatric and neurological consultations. Around 1000 persons a year are seen in neurological consultation. Fifty percent have an epileptic disease.
It is important to note that La Teppe is not in a large town. For this reason, consultations and outpatient care are aimed more at the local population. They rarely give rise to admissions to the medical rehabilitation or residential care units.
Short-stay departments
La Teppe has a short-stay department called the 'Neurological Observation Unit'. With 19 beds, of which three are reserved exclusively for emergencies, this unit accepts 100 admissions per year. This service constitutes the centre for medical emergency, observation and therapeutic adaptation. In particular, it allows status epilepticus to be dealt with when it occurs in patients from La Teppe. Naturally, it has a local role, as for consultations, but its mission is not limited to local care. Patients from all over France are referred here, certain of them benefiting from a primary evaluation leading to a longer term admission to La Teppe.
Working in close collaboration with this service is the long-stay (15-day) video-EEG unit, with two beds and around 50 admissions per year. This structure is run today in close collaboration with the University Medical Centre in Lyon in the context of presurgical work-ups.
Medical rehabilitation department
This is the most original department in La Teppe, as no similar unit exists elsewhere in France. It is divided into three parts, each having two units and meeting the needs of a specific population of patients:
-drug-resistant epilepsy associated with psychosocial disorders;
-drug-resistant epilepsy associated with cognitive disorders;
-drug-resistant epilepsy associated with psychiatric disorders.
The criteria for admission are the existence of 'nonfixed' disorders.
The stay is limited by the Social Security to a maximum of 4 years in these units, which try to give an extra chance to patients who have reached a 'dead-end', despite the long-term care provided by competent teams, often within teaching hospitals.
The clientele of these units is composed of young adults (from 17 to 25 years). Some, but not all, of these patients, may have already received institutional care within establishments for epileptic patients, particularly during childhood.
Medical rehabilitation often achieves professional reintegration in a sheltered environment. Reintegration into an ordinary working environment is not ruled out, if the clinical evolution allows.
Other patients, whose associated disabilities are more severe, are able to move on after this period of care to an environment where they have a more occupational type of work.
Statistics concerning medical rehabilitation:
six units, 110 beds in total; around 30 admissions per year; average stay: around 3 years.
Residential care, long-stay department 'Long-stay' without professional reintegration In this domain, La Teppe has several units: Eighty beds of F.D.T., accommodating patients presenting epilepsy associated with multiple disability, for whom reintegration into a socio-professional environment proves impossible. These patients benefit from occupational activities, including those of the therapy workshops. Care is limited to patients up to the age of 60.
The M.A.S: 31 places, accommodates patients presenting with drug-resistant epilepsy and who have lost all autonomy. Length of stay is unlimited.
Unit for the elderly: 40 beds, accommodating dependant epileptic patients over the age of 60.
'Long stay' with professional reintegration
La Teppe has structures where epileptic patients (but also a minority of nonepileptic patients presenting chronic stabilised psychiatric disorders) do paid work, with or without accommodation in the establishment. C.A.T.: 65 workers, of whom 50 live in a home within the establishment. The 15 others are sufficiently autonomous to live independently.
Field of work: agricultural work and industrial subcontracting. Note that this is one of the two French C.A.T.s which are specialised in epilepsy.
Atelier Protégé ('Sheltered Workshop'): 10 workstations: industrial laundry. Created in the year 2000, this structure ensures the laundry service for the patients of the establishment. The 10 disabled workers have nevertheless a perfectly satisfactory level of performance and all have sufficient social autonomy to live out on their own.
Other sectors of the centre
In addition, the establishment runs a 50-place M.A.P.A, which is a classic retirement home.
Since 1952, there has been a psychiatric clinic within La Teppe, which is reserved for women, as it was originally founded by the Congrégation Religieuse des Soeurs de St. Vincent de Paul. It is an active 50-bed psychiatric clinic whose average stay is of around 1 month and the rate of admissions is around 400 per year.
The psychotherapeutic clinic: 'La Cerisaie', is more specialised in mood disorders (around 50% of admissions). Note also that La Cerisaie is one of the rare structures in this département that offers specific care for women with psychiatric problems during pre-or post-partum. The clientele of the clinic tends to be local.
STAFF AND ORGANISATION Staff
At present, around 500 people work at La Teppe, corresponding to about 400 equivalent full time jobs. Amongst these, there are eight doctors, as mentioned before.
The nonmedical staff (not counting administrative and technical) are divided into two roughly equal groups:
care staff (nurses, auxiliary nurses) around 110; éducateurs (éducateur, therapy workshop leader, etc.) around 90.
The demography of care workers in France regularly poses problems for recruitment for the establishment. This was the case a few years back for psychiatrists. It is currently the case for nurses, following the adoption of the 35-hour working week in France. The need for extra staff created by the reduction in working time does not seem to have been planned by the authorities in terms of training.
Organisation
La Teppe is run by a nonprofit-making association, administered by an Executive Committee, which meets at least twice a year.
The Board of the Executive Committee generally meets once a month. Management of the establishment is widely delegated to the Director.
CO-OPERATION AND NETWORKING
La Teppe is associated with several other establishments in a more or less formal way.
Local
An official networking co-operation is maintained with the Hospital of Valence (the nearest town to La Teppe) for the principal cerebral imaging examinations (CT, MRI and SPECT), according to a common protocol.
La Teppe also participates in, or carries out certain complementary neurophysiological procedures (standard EEG and long-duration video-EEG observations) for most of the hospitals situated nearby, for both adults and children.
Regional and university
A convention has been set up with the University Medical Centre in Lyon (Neurological Hospital, Professor Mauguière's unit) for epilepsy surgery. Phase 1, with presurgical video-EEG observation, may be carried out on both sites. Phase 2 (functional MRI, PET, SEEG) and Phase 3 (neurosurgical intervention, stimulator implantation) take place in Lyon. Patients are followed-up in common by both teams, who meet once a week to discuss the cases.
National
Very regular relations exist with other French centres caring for epileptic patients for clinical and scientific exchanges. Often, these establishments are brought together to collaborate on the treatment of a single patient. However, these relations have not yet been formalised.
EDUCATION, INFORMATION AND PUBLIC RELATIONS Teaching
Doctors, psychologists and social workers from La Teppe teach courses as part of the national interuniversity Epileptology diploma. Furthermore, one of the teaching sessions takes place on the site of La Teppe, which receives the trainees.
The doctors of La Teppe also contribute to the teaching of the University Diploma 'The Psycho-social Aspects of Epilepsy' run by the University Pierre et Marie CURIE-PARIS 5.
Meetings for postgraduate teaching in neurology and psychiatry are organised several times a year at La Teppe.
Several doctors participate in the training of paramedical staff, in particular within the nursing schools in the area.
Within the establishment itself, courses on epilepsy are given from time to time, particularly aimed at recently employed paramedical staff.
Relations with associations
La Teppe is the official Headquarters of the Ligue Française Contre l'Epilepsie.
Close links exist with the various associations campaigning against epilepsy: several members of the La Teppe team are administrators of these associations.
For the general public, La Teppe offers a video cassette and information brochures about the centre. Open days are organised, including one recently for 'National Epilepsy Day'. Also noteworthy is the publication of a book on epilepsy, aimed essentially at paramedical staff ('L'épilepsie', Pierre GENTON & Claude REMY, 1996, Paris, éditions Ellipses, collection Vivre et Comprendre, 127 pp.-currently reprinting).
La Teppe distributes booklets edited by associations and several pharmaceutical laboratories for the information of the general public. The Internet site is also a source of information; it allows questions about epilepsy to be answered by the doctors of La Teppe. Around 500 people a month visit the site with up to 10 000 hits. The site is updated at least once a year.
FINANCIAL PERSPECTIVES STRATEGIC DELIBERATIONS
In view of the budgetary restrictions currently in force, the Establishment is permanently under tight budgetary management, and all the more with the growing demands of controlling authorities (sanitary safety, quality policy, accreditation, etc.) without any increase in the budgetary means provided.
There are no structured fund-raising activities, although, due to its reputation, the establishment regularly benefits from donations or legacies.
This private funding is used for renovation, upkeep and improvement of the buildings.
At present, there are no major changes planned for the future in the running or the structure of the Establishment. The efforts already undertaken to modernise and diversify will be continued.
On the request of the controlling authorities, the creation of a care unit for cranial trauma patients is currently being studied. This project would not only respond to perceived health needs, but also increase the diversification of La Teppe.
